unimportant issue for most Italian patient and citizen groups. This is a thread which needs to run more clearly throughout the paper.
 Relationship between individual/ organisational completion of the survey. The findings are represented as findings about the opinions and attitudes of Italian patient and citizen groups. However, the surveys are completed by individuals within those groups. There is always a high degree of uncertainty in such cases about whose perspective is being captured, and this needs to be discussed. It is also mentioned that there were 22 duplicate responses (with more than one person responding from the same organisation) and a consistent process of choosing one of those completed questionnaires is described. Have the authors compared responses from the same organisation? It could be treated as some indication of the validity and reliability of the questionnaire.
 While the questionnaire has many merits, it contains several double-barrelled questions (questions touching on more than one issue but allowing for a single response  There are certain sets of data where the composition of responses and degree of missing information need more attention. E.g. in 40% of cases, patients and citizens are either the minority of Executive Board members, 'other' or information is missing. Is the likely problem in the phrase 'Executive Board composition' or in pre-identifying those groups as patient and citizen ones (with the latter being crucial to the validity of the data)?
 The introduction to the topic. This is only a formal feature of the text, but the explanation of IPD should come straight on rather than on line 14. The terminology in the field of data sharing is rather unsettled, and the topic is still new. Readers will benefit greatly from the immediate clarity of what this paper is about.
 The completeness of numerical information. Please provide both raw numbers and percentages consistently (e.g. there are no percentages given in the Setting and participants section of the abstract, missing percentages in the first paragraph under Risks and advantages of IPD sharing, entirely missing numerical data under the second paragraph of the same section and the second paragraph under Views on access, mechanisms and guarantees for IPD sharing, both on p. 8, etc.). Figures 3-5 will also benefit from more specific data, even though the focus is on visual differences and similarities.
Line 11 of the abstract -better state the exact number or use 'over 2,000'. 'About' gives the impression of 'roughly', 'we do not quite now how many'. It may be superficial precision, but it is part of the style of scientific papers. Table 1 , 'main financial sources' rows -will be helpful to see percentages, even if they add up to over 100%. (Might also be better to re-phrase into 'mains sources of funding').
 The copyediting. The paper is certainly readable, at times flows easily, but there are sections where it reads like a stream-of-consciousness text, more like a blog that will come and go rather than a scientific paper.
I fully empathise with the authors for whom English is not their native tongue (it is not for me either), but unless extensive editing is offered by BMJ Open (if the Editorial Team decides to accept the paper after revisions), the authors may want to consider some further editorial/ proofreading input. It will make their paper far more popular and cited if they choose to improve the quality of the text. Some sentences would better be shortened and links between them clarified. There is a level of redundancy which needs to be reduced. There is an inconsistency in the use of terms too (e.g. if the survey is of the knowledge, opinions and attitudes of patient and citizen groups, this is the phrase that needs to be used throughout).
Discretionary revisions/ clarifications:
 The authors state that their second objective is 'to arouse interest and foster discussion within the groups' (Objectives as in Abstract). While this may well have been so, the only relevant finding reported is that some groups indicated that it was, indeed, the survey which prompted discussion of the topic within their group. There is a degree to which highlighting this secondary objective creates false expectations of the contents of the paper.
 Maybe the Italian word is less ambiguous, but 'participation' in clinical research of an organisation may be interpreted as having its members participate in research as opposed to enabling, supporting, facilitating research, which is what the survey asks about (Q6). Add an earlier clarification in that respect?
 I would suggest not to undervalue your data (p. 9, Line 29 -'Our findings, though not surprising …'). Things are so obvious only with the benefit of hindsight!  p. 10, lines 6-7. Does the statement miss a 'not', since most respondents with an official position declared a positive one ('However, we could not assume that all those that were against IPD sharing decided to participate to express their disagreement')? One way or another, it is a rhetorical rebuttal of a potential critique, and better be replaced by a more nuanced consideration of what may characterise organisations which did not complete the survey.
 While there is scope for subjective opinion in a Discussion, which makes a leap from the evidence, this needs to be more cautious or at least better circumscribed. I felt the final paragraphs pushed too strongly towards data sharing, while, even by virtue of the high proportion of nonrespondents to this survey, there is more to be said about understanding concerns or lack of interest better. There is also some significant 'legwork' to be done towards guaranteeing privacy, determining ownership, etc. as opposed to simply overcoming concerns related to them, as the beginning of the conclusion seems to imply.
 Final very minor issue - 
Abstract
The objective is clearly stated however in the abstract there is reference to an additional objective to arouse interest and foster discussion. It is not clear that there were pre-defined outcome measures for this objective and it may be better to include how the study stimulated discussion in the Discussion section of the paper rather than it being a study objective. Alternatively, data could be presented on how many responses stated that the association discussed the topic because of the survey (question 8).
The abstract would benefit from providing exact numbers rather that wording stating "about 2000", "almost half" "respondents often" "around half" "responses highlighted" "most operate" "mainly in favour" etc It would be interesting to know whether there was a difference in opinions : 1. For those that participated and did not participate in clinical research (i.e. whether being more involved in research gives a more positive opinion or not) 2. For those that had an official position vs those that did not.
(Where there was not an official position, the opinion is of an individual as opposed to being the view of the group -I think this aspect should be emphasised as it could be argued that including these opinions is not truly a patient/citizen group opinion).
It is not clear what the relevance or impact is of the membership size yet this is included in the abstract.
The breakdown of those with an official position as stated in the abstract seems to have a discrepancy if I have understood the numbers -apologies if I have got this wrong. There were 60 such groups of which 35 were in favour, 19 in favour with restrictions, 2 against, 1 neither for nor against (35+19+2+1 = 57 not 60?)
The result section of the abstract seems to include a concluding statement that "IPD access models should...." Isn't this an interpretation of the how the findings should be applied as opposed to the results themselves?
The conclusion statement could be more specific on conditions.
Introduction
The introduction is a well referenced description of the background to data sharing and this study.
Methods
As stated above, the Method section does not provide details on the questionnaire review by patient groups --which ones/how selected/how the questionnaire was revised etc. The results include responses on risks and benefits (termed advantages in the paper) irrespective of knowledge about data sharing. There is reference to the results of post-hoc exploratory analyses-the data for these analyses should be shown to support the statements made.
A table of number of responses to each question would be informative.
Discussion
The discussion states that "few had an official position" ---The results state that 60 had an official position --I'm not sure this is "few".
The discussion uses the term "guarantee" in relation to data deidentification and privacy. I don't think this term was used in the survey (question 13 refers to reducing risk) and data deidentification can reduce the risk but is unlikely to be able to provide a 100% guarantee.
The authors could comment on relative priorities eg a separate consent being considered important less frequently and how this relates to conducting research.
The discussion refers to results from other US studies in trial participants and patients and describes results from one study "quite different" --suggested reasons would be helpful.
The authors state that the steps in the process of data sharing should be accountable, reliable and transparent --some description of what is meant by these terms would be helpful and how the results give rise to these specific terms would help the reader.
There is a statement that it could not be assumed that those against data sharing would participate to express disagreement. It is not clear why the opposite is also not stated i.e that it can't be assumed that those in favour of data sharing participated to express agreement.
The discussion states that the questionnaire had an explanation of data sharing at the beginning. This is important and would be important to provide in the supporting information as how data sharing is presented could have an influence on responses particularly for those groups who did not have an official position.
The discussion references deeper analyses of responses. I think there would be value in doing some further analyses for presentation in the paper.
Conclusions
The conclusion seems to go beyond the conclusion of the study. Perhaps some of the ideas would be better in the discussion? This paper presents findings from a study of knowledge and attitudes amongst 280 Italian patient and citizen groups concerning the sharing of individual patient data from clinical studies (as opposed to aggregated data only). It is, to the authors' knowledge, the first survey concerning the sharing of IPD which targets patient and citizen groups (I can add this is the case to my knowledge too, with all its limitations, but still after five years of working on issues around data sharing).
While the response rate to the survey is low (14%), and there are a number of issues that I believe should be addressed (listed below), I would recommend the paper for publication. In addition to the originality of the topic, it presents an impressive and rigorous process of creating a database (preexisting the survey) of patient and citizen groups, which is well worth sharing.
Below are my concerns and suggestions for addressing them. Key concerns/ suggestions for revisions:
1. Proportion of non-respondents. The authors' discuss openly the degree of non-response under 'Limitations'. I would suggest, however, that it be more explicitly included as part of the overall presentation of findings. E.g. the Abstract Conclusions state that 'Half respondents were aware of the debate'. While this is true, perhaps there is a further claim to be made to the effect (roughly) that judging by the degree of non-response, the sharing of individual patient data from clinical studies appears an unfamiliar or unimportant issue for most Italian patient and citizen groups. This is a thread which needs to run more clearly throughout the paper.
Authors' Comment
We amended the abstract's Conclusion acknowledging the low response rate. We also made clear However, the surveys are completed by individuals within those groups. There is always a high degree of uncertainty in such cases about whose perspective is being captured, and this needs to be discussed.
The representativeness of individual responders is an actual issue that is common to similar surveys.
Our survey was aimed to collect patient and citizen group views and we tried to reduce the risk of collecting individual rather than group perspectives. Firstly, we sent the invitations to the official address of the president, when available, or the secretary address. Moreover, we clarified that the survey was meant to collect the views of the patient groups in the text of the email. We specified that we were asking the president (or any other responder) to respond on behalf of the patient or citizen group. This was mentioned also in the text accompanying the survey that is now translated in English and available in Appendix 1. The presidents or vice-presidents provided answers in more than two thirds of the eligible questionnaires, this could be considered a proxy that responses were given on behalf of the group.
Despite these efforts, a percentage of responders that we can assume be reasonably minimal could have provided their individual perspectives. We had better clarify this issue amending the text in the discussion.
Changes in the text: Discussion (page 13) and Appendix 1 3. It is also mentioned that there were 22 duplicate responses (with more than one person responding from the same organisation) and a consistent process of choosing one of those completed questionnaires is described. Have the authors' compared responses from the same organisation?
It could be treated as some indication of the validity and reliability of the questionnaire.
Following the reviewer comment, we revised the number of duplicate responses that were actually 16
and not 22. Six questionnaires were misclassified as duplicate, but they were in fact non eligible as they did not provide a complete group's name (question 1). We revised the text and Figure 2 accordingly.
Among these 16 duplicates only seven were complete, thus too few to draw any conclusions by comparing these responses.
Changes in the text: Abstract Results (page 2) + Figure 2 4. While the questionnaire has many merits, it contains several double-barrelled questions (questions touching on more than one issue but allowing for a single response 
We acknowledge the point raised by the referee. In the development of the survey, we tried to balance the need to provide answer options to address complex issues and the need to allow the responder free to express his or her opinion. The options related to question 12, in particular, were aimed to cover a degree of access: an access limited to researchers to one open to people with other professions or interests (for example journalists, patient and citizen groups). We put journalists and patient groups together as possible examples of people/roles different than researchers. We revised the English translation of this question in the questionnaire to better reflect the Italian version: "Tutti, non solo ricercatori, ma anche figure come associazioni di pazienti e cittadini, oppure giornalisti scientifici con obiettivi non strettamente di ricerca (ad esempio, per inchieste, raccolta informazioni sulla qualità degli studi).
Change in the text: Question 12 in Appendix 1.
5. There are certain sets of data where the composition of responses and degree of missing information need more attention. E.g. in 40% of cases, patients and citizens are either the minority of Executive Board members, 'other' or information is missing. Is the likely problem in the phrase 'Executive Board composition' or in pre-identifying those groups as patient and citizen ones (with the latter being crucial to the validity of the data)?
We are confident that the groups included in the invited samples are patient and citizen groups. In 31 cases (11.1%) the indicated option was "Patients or citizens are the minority (or not represented)".
We understand that the percentage reported by the referee (40%) refers to the sum of three answer options: "Patients or citizens are the minority (or not represented)", "other", and "no information"
( Table 1 ).
The option "other" was selected in 30 cases (14%). These answers include a mixture of lay people such as patient's relatives and members of association (not specified as patients), and healthcare professionals (psychologists, oncologists, neurologists -proportion not specified).
This picture does not surprise us. We explored this issue some years ago and documented that some One may wonder if these groups are representative of the patient voice, but, in fact they define themselves and are considered as patient and citizen groups.
The issue of the representativeness of patient and citizen groups is challenging and involves many aspects, such as the aims of the group, where they are based, their deliberative processes -including the composition of the executive board, the funding sources, etc. Further analysis of the characteristics that define a representative patient group, although very interesting, goes beyond the aim of this manuscript.
Change in text: none.
6. The introduction to the topic. This is only a formal feature of the text, but the explanation of IPD should come straight on rather than on line 14. The terminology in the field of data sharing is rather unsettled, and the topic is still new. Readers will benefit greatly from the immediate clarity of what this paper is about.
Thank you for the advice. We amended the Introduction according to the suggestion.
Change in text: Introduction (page 4). 
We revised the entire manuscript to improve its consistency. As suggested by the reviewer, we included the exact number and % in the abstract (Setting and participants). We also include them in 8. Figures 3-5 will also benefit from more specific data, even though the focus is on visual differences and similarities.
We revised figures 3-5 according to this suggestion.
Change in the text: none but Figures 3, 4 , 5 amended.
9. Line 11 of the abstract -better state the exact number or use 'over 2,000'. 'About' gives the impression of 'roughly', 'we do not quite know how many'. It may be superficial precision, but it is part of the style of scientific papers.
To enhance the clarity of the abstract we have reworded this sentence by providing the exact figures on how many contacts we reached with our emails. However, we would like to explain why we used "about 2000 patient and citizen groups".
We sent 2,108 e-mails to the addresses of the patient and citizen groups included in our database (see the figure 2, Flow diagram), registering 105 failed emails (addresses no longer valid, associations no longer existing). As underlined in the method section (survey sample), it is challenging to keep the database updated in terms of addresses (belonging to the president, to the secretary, to contact persons…) and the corresponding group, considering the changing landscape of patient groups.
For this reason, we cannot exclude for sure that in the 2,003 emails sent and received by the invited groups, few multiple addresses of the same group are included. Previous surveys and experiences in the use of the database showed that this discrepancy is minimal.
We calculated the response rate based on the number of emails sent and received (2,003) that are slightly more than the single groups included in the database, so to be conservative. The Discussion section now clarifies this issue.
Change in the text: Abstract -setting and participants' section (page 2), Result (page 8), Discussion (page 13).
10. Table 1 , 'main financial sources' rows -will be helpful to see percentages, even if they add up to over 100%. (Might also be better to re-phrase into 'mains sources of funding').
According to the comment and to be consistent with the other findings reported in table 1, we added the % for each answer options. We amended the title as suggested.
Change in the text: Table 1 (pages 9, 10).
11. The copyediting. The paper is certainly readable, at times flows easily, but there are sections where it reads like a stream-of-consciousness text, more like a blog that will come and go rather than a scientific paper.
I fully empathise with the authors' for whom English is not their native tongue (it is not for me either), but unless extensive editing is offered by BMJ Open (if the Editorial Team decides to accept the paper after revisions), the authors' may want to consider some further editorial/ proofreading input. It will make their paper far more popular and cited if they choose to improve the quality of the text. Some sentences would better be shortened and links between them clarified. There is a level of redundancy which needs to be reduced.
The manuscript underwent a second round of language revisions after the amendments by our native English speaker editor. We hope this had improved the clearness and readability of the text.
Changes in the text: tracked in the manuscript.
12. There is an inconsistency in the use of terms too (e.g. if the survey is of the knowledge, opinions and attitudes of patient and citizen groups, this is the phrase that needs to be used throughout).
We amended the abstract and the main manuscript, according to this suggestion.
Change in the text: tracked in the manuscript.
Discretionary revisions/ clarifications:
12. The authors' state that their second objective is 'to arouse interest and foster discussion within the groups' (Objectives as in Abstract). While this may well have been so, the only relevant finding reported is that some groups indicated that it was, indeed, the survey, which prompted discussion of the topic within their group. There is a degree to which highlighting this secondary objective creates false expectations of the contents of the paper.
Authors' Comment
We acknowledge the point raised by the reviewer, also mentioned by the other reviewer. We saw the survey as a tool to arouse interest and foster discussion within the groups and a trigger for possible discussion with other stakeholders. We indeed plan to follow up this survey with more structured actions to foster the debate. We agree that rather than a secondary aim of the survey this may be a "by-product". In order to avoid false expectation we removed it from the abstract and slightly revised the wording in the introduction section of the manuscript. Change in text: abstract (page 2), Introduction (page 6) 14. What is the exact difference between 'opinions' and 'attitudes' in this context?
We refer to opinions asking what patient and citizen groups think about who should have access to IPD, the aspects to guarantee a fair and secure process of IPD sharing, the possible risks and benefits, if IPD sharing would discourage people from participating in clinical studies.
We refer to attitude to catch intentions of behaviour. It implies an intention to act in a particular way towards an object or situation. Having an official position in favour or against IPD sharing refers to an attitude towards IPD sharing (an intention to support or advocate against).
We added a short explanation in the manuscript introduction Change in the text: Introduction (page 5) 15. Can the authors' provide references to the publications which informed most strongly the development of their survey or would it be unfair to the process to single out key publications?
The development of the survey was informed by many sources, that can be broadly categorised in two areas: the first one is the current debate on the appropriateness of IPD sharing and how to implement it in practice; the second is the need for engage patient and citizen in the discussion and decisions in health research. We included the most inspiring and relevant references in the Introduction.
The team of authors developed the wording and structure of the survey informed by previous experience in online surveys addressing consumers, patient and citizen groups. Three patient representatives then revised the questions, answer options, and introductory texts and provided us several useful suggestions to improve the clarity of the survey. We opted for an online survey because it is a feasible and cost-effective way to reach a broad number of patient and citizen groups. 
We amended question 6 and the results section of the main manuscript (using "been involved" instead of "participated").
Change in the text: Results (page 9), Appendix 1 17. I would suggest not to undervalue your data (p. 9, Line 29 -'Our findings, though not surprising …'). Things are so obvious only with the benefit of hindsight!
We welcome the comment and amended the text accordingly.
Change in the text: Discussion (page 13)
18. p. 10, lines 6-7. Does the statement miss a 'not', since most respondents with an official position declared a positive one ('However, we could not assume that all those that were against IPD sharing decided to participate to express their disagreement')? One way or another, it is a rhetorical rebuttal of a potential critique, and better be replaced by a more nuanced consideration of what may characterise organisations which did not complete the survey.
We revised the entire paragraph phrase to clarify this point raise by the reviewer as well as similar concern by the second reviewer. Alongside the likely selection bias of groups with positive opinions and attitudes, there is also the possibility that groups against IPD sharing responded to provide their contribution. We wanted to argue a possible selection bias considering all the scenarios. Change in the text: Discussion (page 14)
19. While there is scope for subjective opinion in a Discussion, which makes a leap from the evidence, this needs to be more cautious or at least better circumscribed. I felt the final paragraphs pushed too strongly towards data sharing, while, even by virtue of the high proportion of non-respondents to this survey, there is more to be said about understanding concerns or lack of interest better.
There is also some significant 'legwork' to be done towards guaranteeing privacy, determining ownership, etc. as opposed to simply overcoming concerns related to them, as the beginning of the conclusion seems to imply.
We acknowledge the comment and re-phrased the final paragraph to better circumscribe our findings.
We mentioned some areas where there is still need to improve the discussion and develop tools and classification can well be applied :)
So true that disability in relationships could be a common issue : )
We amended the category mentioned by the reviewer by adding the word "difficulties":
Relationship difficulties and/or mental disabilities Change in the text: Table 1 The paper provides perspectives of Italian patient and citizen groups to data sharing. As the authors' state, I am not aware of research that has sought the views of representative groups (there has been research on the views of trial participants/patients).
Abstract 1. The objective is clearly stated however in the abstract there is reference to an additional objective to arouse interest and foster discussion. It is not clear that there were pre-defined outcome measures for this objective and it may be better to include how the study stimulated discussion in the Discussion section of the paper rather than it being a study objective.
Alternatively, data could be presented on how many responses stated that the association discussed the topic because of the survey (question 8).
We acknowledge the point raised by the reviewer, also mentioned by the other reviewer. We saw the survey as a tool to arouse interest and foster discussion within the groups and a trigger for possible discussion with other stakeholders. We indeed plan to follow up this survey with more structured actions to foster the debate. We agreed that rather than a secondary aim of the survey this may be a "by-product". In order to avoid false expectation we removed it from the abstract and slightly revised the wording in the introduction section of the manuscript.
We also clarified the results related to question 8.
Change in text: Abstract (page 2), Introduction (page 5-6) 2. The abstract would benefit from providing exact numbers rather that wording stating "about 2000", "almost half" "respondents often" "around half" "responses highlighted" "most operate" "mainly in favour" etc
We amended the abstract providing exact numbers and percentages.
We would like to explain why we used "about 2000 patient and citizen groups". We sent 2,108 emails to the addresses of the patient and citizen groups included in our database (see the figure 2, Flow diagram), registering 105 failed emails (addresses no longer valid, associations no longer existing).
As underlined in the method section (survey sample), it is challenging to keep the database updated in terms of addresses (belonging to the president, to the secretary, to contact persons…) and the corresponding group, considering the changing landscape of patient groups. For this reason, we cannot exclude for sure that in the 2,003 emails sent and received by the invited groups, few multiple addresses of the same group are included. Previous surveys and experiences in the use of the database showed that this discrepancy is minimal.
We calculated the response rate based on the number of emails sent and received (2,003) that are slightly more than the single groups included in the database, so to be conservative. official position, the opinion is of an individual as opposed to being the view of the group -I think this aspect should be emphasised as it could be argued that including these opinions is not truly a patient/citizen group opinion).
We discussed the proposals for doing the post hoc analyses suggested by the reviewer and we are not keen to include them. The first analysis would not be so informative given the number of responders in favour of IPD sharing (54) compared with those against (2). Thought interesting, the second proposed analysis refers to an assumption we believe is not appropriate. Our survey was aimed to collect patient and citizen group views and we tried to reduce the risk of collecting individual rather than group perspectives. Firstly, we sent the invitations to the official address of the president, when available, or the secretary address. Moreover, we clarified that the survey was meant to collect the views of the patient groups in the text of the email. We specified that we were asking the president (or any other responder) to respond on behalf of the patient or citizen group. This was mentioned also in the text accompanying the survey that is now translated in English and available in Appendix 1. The presidents or vice-presidents provided answers in more than two thirds of the questionnaires analysed, this could be considered a proxy that responses were given on behalf of the group.
Despite these efforts, a percentage of responders that we can assume be reasonably minimal could have provided their individual perspectives, but we cannot conclude that responders belonging to groups who did not have an official position provided their personal views instead of the views of the group.
We had better clarify this issue amending the text in the discussion.
Changes in the text: Discussion (page 13) + Appendix 1
4.
Authors' comment:
Following the reviewer suggestion, we deleted the information on membership size from the abstract.
Change in the text: Abstract "Setting and participants" (page 2)
5.
The breakdown of those with an official position as stated in the abstract seems to have a discrepancy if I have understood the numbers -apologies if I have got this wrong.
There were 60 such groups of which 35 were in favour, 19 in favour with restrictions, 2 against, 1 neither for nor against (35+19+2+1 = 57 not 60?)
Authors' Comment
We thank the reviewer for spotting this error. We included the information that three answers that were missing.
Change in the text: abstract (page 2), Results (11) 6. The result section of the abstract seems to include a concluding statement that "IPD access models should...." Isn't this an interpretation of the how the findings should be applied as opposed to the results themselves?
We acknowledge the comment and reworded the result section of the abstract and the discussion section of the main manuscript to be more consistent with the findings reported in Figure 4 . Change in the text: Abstract (page 2), Discussion (12) 7. The conclusion statement could be more specific on conditions.
Unfortunately, due to the word limit of the abstract, we could not be more specific in the conclusion statement.
Change in the text: none 8. It is stated that a strength of the study is that patient group representatives revised the questionnaire --however the manuscript does not give details on this aspect of the studypatient groups chosen/how chosen/how the questionnaire was revised etc.
We agreed with the reviewer suggestion that providing more information on the process of revision by patient group representatives is interesting for the readers. We could not include this information in the abstract due to its strict word limit, but we provided more details in the main manuscript in the Patient involvement section.
Change in the text: Methods (page 8)
9. The authors' should consider whether a limitation of the study is that opinions were not always the views of the group but individuals who were officers of the group.
As underlined before (see comment number 3), the representativeness of individual responders is an actual issue that is common to similar surveys. Our survey was aimed to collect patient and citizen group views and we tried to reduce the risk of collecting individual rather than group perspectives.
Despite this, a percentage of responders that we can assume be reasonably minimal could have provided their individual perspectives.
Change in the text: discussion (page 13)
Introduction
Authors' Comment
We thank the reviewer for this comment.
Methods
As stated above, the Method section does not provide details on the questionnaire review by patient groups --which ones/how selected/how the questionnaire was revised etc.
Authors' Comment
Following the reviewer comments, we added more information on the process of revision by patient group representatives in the method section.
Change in the text: Methods (Patient involvement section-page 8).
12. The methods state that names were not collected. As some respondents were identified as President or Secretary of the group, this could be used to identify the individual if the name of the President or Secretary is publicly available. In light of this, how anonymity of the respondents was maintained could be explained.
As commented by the referee, we did not collect the name of responders. However, as we asked the name of the association and the role of responders, we could have the information to identify the respondents in several cases. For this reason, we did not define the survey as anonymous. Albeit possible, we were not interested in identifying responders and we did not provide any information on single respondents (for instance, the name of responding groups) but only presented aggregate findings. We were interested in collecting the overall picture and opinions and attitudes of groups rather than individuals.
Following the comment, we amended the Cherries checklist to be more consistent with the methods section of the manuscript and, hopefully, to clarify this issue.
Change in the text: none in the text, but Cherries checklist amended.
Results
There is a comprehensive table (Table 1) on the characteristics of the groups. While informative it does not seem critical to the research objective and there is no comparison of responses based on these characteristics. The authors' could consider putting the majority of this information in supporting information. 
Authors' Comment

We consider that vice-presidents or presidents, according to their role, formally responded on behalf of the group. We think this is important acknowledging the critical issue of the representativeness of responders, previously addressed in our comments to the referee. Changes in the text: Discussion (page 13)
15. As stated above, some breakdown for different respondents may be relevant and important (eg involved in clinical research or not; group position or not).
As discussed in comment number 3 and 29, we did not plan subgroup analysis and we would prefer not to put too much emphasis on post hoc data. We provide some post-hoc exploratory analyses on the groups involved in clinical research or not, and the groups aware of the debate or not.
We let the editor decide if adding further post-hoc analysis would be informative and relevant.
Changes in the text: none 16. There are statements related to the characteristics of the groups eg. number of members , whether groups local/regional, involvement in education, financial support for research, board member composition, financial sources etc -it not clear what the significance of this information is in relation the validity of the survey
As discussed in comment number 13, these data describe the sample of responders and therefore we think are informative for the reader. 24. The authors' could comment on relative priorities eg a separate consent being considered important less frequently and how this relates to conducting research.
We agree that the informed consent form is an important issue and we are aware that the request of a separate form for IPD sharing is a debated point.
We mentioned the finding in the discussion and, following the reviewer's suggestion, we added a short statement commenting it. To comment this relative priority further, we should discuss the perception of the value and importance of the informed consent form against the other options presented, going beyond the data collected. We should also discuss this finding in the context of all the process needed to provide information to people invited to participate in a clinical trial. This would go beyond the aim and the focus of the survey.
Change in the text: Discussion (page 12),
25.
